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The Huntington’s Disease Society of America (HDSA) is the country’s premier nonprofit organization dedicated to 
improving the lives of everyone affected by Huntington’s disease. From community services and education to advocacy and 
research, HDSA is a world leader in providing help for today, hope for tomorrow for people with Huntington’s disease and 
their families. In the battle against Huntington’s disease no one fights alone. At HDSA — family is everything! 


HDSA was founded in 1967 by Marjorie Guthrie, the wife of music icon Woody Guthrie. Woody died from HD complications 
when he was only 55 years old, but the Guthrie family legacy lives on at HDSA to this day. 


Learn more at HDSA.org. 
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Société Huntington du Canada 


The Huntington Society of Canada (HSC) is a national network of volunteer Chapters and Area Representatives, 
governed by a volunteer Board of Directors, and supported by full-time and part-time staff at the Society’s office. The network 
includes professional Family Service (FS) staff at Huntington Disease Resource Centres across the country, and part-time 
FS workers who are available on an on-call basis to provide support to HD families in areas of the country not served by a 
Resource Centre. 


HSC’s network also includes the Huntington Society of Quebec. There is effective communication and collaboration 
between both organizations as independent organizations working harmoniously to find a meaningful treatment for 
Huntington disease. 


Learn more at HUNTINGTONSOCIETY.ca 


WHAT IS HUNTINGTON’S DISEASE? 


Huntington’s disease (HD) is a genetic disorder that causes the progressive breakdown of nerve cells in the brain. It 
deteriorates a person’s physical and mental abilities usually during their prime working years, and is ultimately fatal. HD 
manifests as a triad of motor, cognitive, and psychiatric symptoms, which progressively get worse over time. 


The symptoms of HD are often described as having ALS, Parkinson’s and Alzheimer’s diseases — simultaneously. 
HD symptoms can vary a lot from person to person, but they usually include: 

e Personality changes, mood swings & depression 

e Forgetfulness & impaired judgment 

e Unsteady gait & involuntary movements (chorea) 

e Slurred speech, difficulty in swallowing & significant weight loss 


Every child of a parent with HD has a 50/50 chance of inheriting the faulty gene that causes the disease. 
Today, there are approximately 41,000 symptomatic Americans, or those that show signs of having HD. 200,000 people in 
the United States are at-risk of inheriting HD. 


In less than 10% of cases, juvenile Huntington’s disease (JHD) affects children & adolescents. JHD usually has a more 
rapid progression rate than adult onset HD; the earlier the onset, the faster JHD progresses. Death often occurs within 10 
years of JHD onset, as opposed to 10-25 years in adult onset HD. 


There is no cure for HD...yet! 


